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Prader-Willi  syndrome  (PWS)  is  a  rare multisystem 
disorder, but  it  is  the most  common genetic  cause of 
obesity  [1, 2]. This syndrome has specific phenotypes 
which are characterised by severe neonatal hypotonia; 













































problematic  behaviours, which  focused  exclusively  on 
changing  the  child’s  undesirable  behaviours,  to  inter-
ventions  attempted  changing  parents’  behaviour  and 
their empowerment [6]. In particular, in PWS the par-
ent training aims to motivate changes in parents’ atti-
tude and  subsequently behavior,  through  the  increase 
of  parent’s  knowledge  about  the  disease  and  the  im-
provement  of  parents’  communication.  The  effect  of 
a parent  training program is  to proximally modify  the 
parent’s outcome with the final goal to distally modify 
the outcome of the affected child. This effect is either 
related  to  the disease’s  features, or  to  the parents  so-
ciodemografic and cultural backgrounds. A pilot parent 
training  psychoeducation  program  was  implemented 
by  the Italian National Center  for Rare Diseases  in a 





Families  of  children  with  PWS  were  selected  by  a 
simple  random sampling,  extracted  from a  list of 200 
members of Italian National Federation of Prader-Willi 
syndrome,  including  couples  and/or  single parent,  ac-
cordingly with the selection procedure. Acceptance rate 













ing”  through an  interactive discussion  integrated with 
the  traditional  lecture. A  specialised  expert  psycholo-
gist,  with  good  capacities  in  mediating  dynamic  and 
communicative  approaches  and  a  parent  with  previ-
ous experiences on parent  training method, were also 
involved.  Both  professional  facilitators  participated 
actively  in meetings with parents,  in order  to guaran-
tee  a  good  collaboration  among  the  participants.  In 
particular,  the  information,  given by  the psychologist, 






In order  to  tailor  the program’s  content  to  the par-
ents’ individual requirements, the parents involved were 
asked  to  fulfill  a  specific  preliminary  questionnaire  in 
order  to  define  the  information helpful  for  them. On 
































item by  each  parent,  post-intervention  and  6 months 
after, were analyzed using the nonparametric Wilcoxon-
test. P < 0.05 was considered as significant. 
The  role  of  sociodemografic  factors  (age,  gender, 
level  of  instruction  and  occupational  status)  on  the 
parents’  evaluation,  reported as  low  (scores = < 5) or 
high (scores > 5) for each item, was determined by the 
univariate analysis. A sociodemografic  factor  that was 






































Results of preliminary questionnaire
The management of the behaviour problems, weight, 





















Description of the parent training program content 
Content Description
1. Session
Providing knowledge about 
development of a PWS affected 
individual: from child to adult age
Describe clinical features, according to genetic subtypes of PWS, in various life stage. Specifically, 
focus on feed difficulties, hyperphagia in chilhood; excessive weight gain, obesity and short stature 
in adolescence; hypogonadism and learning and or attention difficuties in adulthood.
2. Session
Behaviour management of 
hyperfagia, obesity and its 
complications
Address appropriate issues related to the importance of normo-hypocaloric diet and child 
involvement in physical activities in PWS in order to avoid or decrease obesity and possible 
respiratory, musculo-schelectrics or other complications. 
3. Session
Promote children’s cognitive or 
academic skill, enhancing their 
school readiness 
Insights on the importance of a specific education programme for children with PWS. Considering 
its broad clinical variability, specific indications on the collaboration among parents and teachers, 
in order to elaborate ad hoc educational programmes for each child affected by PWS.
4. Session
Promote children’s social skill or 
prosocial behaviour
Give indications in how parents should teach the affected child to share and cooperate, to use 
good manners and to get along with peers, siblings and adults. Explain the importance that these 
different social relationships may have on the behaviour and social development of the PWS 
affected child.
5. Session
Promote the autonomy and social 
partecipation of the affected 
individual to the everyday life 
activities
Focus on how the parents could support their child and how the educator could be supported 
by the parents in the management of the PWS affected child. Indicate the importance of the 
collaboration with a psicologist educator in order to implement specific interventions to manage 
autonomies’ problems of individuals with PWS. 
6. Session 
Indicate effective strategies to 
improve the communication with 
the PWS affected children
Address issues related to the limited cognitive ability, in particular to the vocabulary level, capacity 
of logical argumentation, capacity of understanding and elaboration of different informations. 
Indicate positive interactions with a PWS affected child e.g., how to use skills that promote parent-
child interactions and  provide positive attention etc.
7. Session 
Behaviour problems in children 
with PWS
Provide knowledges about PWS child’s behaviour problems and identification of appropiate 
strategies for their prevention or management. Emphasize  the role of  psychologists and other 
professionalsin supporting parents to identify environmental factors that are associated with an 
increased risk of occurrence of temper outbursts, repetitive and ritualistic behaviours.
8. Session 
Rehabilitation
Address the role of an appropriate rehabilitation program, guided by an accurate functional 
ability evaluation of the PWS affected child. Give knowledges on how such strategies can 




Provide knowledges about psychiatrics problems in order to help parents to distinguish the 
behaviour challenges from psychiatric illness. Focus on the management of affective disorders 
with particular interest in affective psychosis. Address the possibility of deterioration of an existing 
behaviour pattern or the onset of new behaviours challengesthat should be considered for 
psychiatric evaluation. 
10. Session 
Provide  scientific updated 
information about PWS 
Discuss scientific research in the field of PWS, specifically management of behaviour and affective 
disorders, possible changes in the environment factors related to the syndrome, therapies 
known to be effective in the treatment of mood disorders and or psychotic illness. Address new 
therapeutic research and possibilities on the treatment of patients with PWS.
11. Session
Comunication of diagnosis to 
sibilings
Focus on  how to use appropiate manners to communicate the PWS diagnosis of the affected child 
to slibings and give indications on when and how to explain to siblings the particular attention and 
care for the affected child. Address how this approach should consider the character and the age 
of the affected child and of the respective siblings. 
12. Session 
Sexual development of an 
individual affected by PWS
Address the importance of the sexual counselling since the childhood, providing specific 
indications on how to start sexual education in the early stages of the life. Focus on the 
particularities of sexual development in order to support, in a individualised manner, the variability 
of this handy-cap in a single person that need, either affective, or sexual relationship.



































more  expectation  for  the  future  of  the  PWS  affected 
child (Table 3 item 11).
At the evaluation, obtained 6 months after the inter-
vention,  significant  lower  points  were  used  in  feeling 
more capable to help the child to be more autonomous 
and  in  feeling  more  capable  to  collaborate  with  the 
school (Table 3 items 7 and 9, respectively). 
Younger  age  parents  (<  44  years)  felt  significantly 
more  able  to  help  the  child  to  be more  autonomous 
(Adjusted OR: 0.05: 0.04-0.8) and to collaborate with 




















tidisciplinary  approach  [8].  It  has  been  reported  that 
sharing information with parents about their children’s 
cognitive  and  emotional  development  could  improve 
their understanding about the factors that influence the 
child  behaviour,  could  increase  their  sensitivity  about 
Table 2
Summary of parents’ characteristics (n. = 43)
Category Number % Mean age (SD)
Type of participants
Couple parents 36 84 43 (9)
Single parent 7 16 45 (13)
Instruction 
>12 years 11 26 47 (10)
8-12 years 22 51 43  (9)
5-8 years 10 23 42 (13)
Table 3















Global opinion about the programme
Item 1 agree with the methodology 42 (90.5) 6.2 (0.6) 6.1 (0.7) 0.28
Item 2 desire to participate in the similar courses in the future 42 (100) 6.8 (0.4) 6.5 (0.6) 0.09
Item 3 recommend the course to other parents 42 (95) 6.6 (1.3) 6.6 (0.6) 0.86
Parenting knowledge
Item 4 feeling more informed about PWS 42 (86) 6.4 (0.7) 6.1 (0.7) 0.12
Parenting attitude regarding the PWS affected child
Item 5 feeling more capable to manage the child problematic 
behaviours 40 (57.9) 5.5 (1.0) 5.2 (1.1) 0.09
Item 6 feeling more capable to prevent the child problematic 
behaviours 42 (47.3) 5.4 (0.9) 4.2 (0.6) 0.13
Item 7 feeling more capable to help the child to be more 
autonomous 42 (61.9) 5.5 (0.8) 4.6 (1.5) 0.02
Item 8 feeling more capable to help the child to improve  the 
relationships 42 (61.9) 5.4 (0.9) 5.4 (1.0) 0.74
Item 9 feeling more capable to collaborate with the child’s teachers 37 (62.5) 5.7 (0.8) 3.7 (3.4) 0.02
Item 10  accept betterthe child’s situation 11 (25.6) 5.0 (1.0) 4.6 (1.5) 0.79
Item 11 having more expectation for the future of the child 9  (20.9) 4.7 (1.3) 4.6 (1.2) 0.80
*SD = Standard Deviation. PWS: Prader-Willi syndrome.




































defined;  the  parents’  needs  were  firstly  addressed  in 
order  to  subsequently  organise  a  tailored  content  of 
program. A bio-psycho-social model was used in order 








points  for  each  item,  related  to  the  “Global  opinion 
about the program”, and “Parenting knowledge”, at the 
end of  the  course  and 6 months  after, was  very high. 













child  autonomy  and  on  the  school  relationships.  This 




the parent  to promptly modify  the attitude  related  to 
the affected child. On the other side, the program con-
tent,  regarding  the  parent  attitudes,  could  have  been 
sufficiently  explanatory,  but  less  effective  because  of 









































Federation  of  Prader-Willi  syndrome  and  parents  of 
children  affected  by  Prader-Willi  syndrome  for  their 
participation. We are also grateful  for  the help of  the 
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